T he information deluge that is cascading down upon physicians and other health care professionals interested in practicing lifestyle medicine is, I'm afraid, leaving people with disabilities high and dry. I applaud the efforts of James Rimmer and Jennifer Rowland to offer the readership of this journal insight into health promotion strategies for people with disabilities and the importance of new approaches that focus on enhancing personal empowerment and environmental accessibility instead of focusing solely on cure and assimilation into society. Gone are the days when those of us with severe mobility limitations can be told to follow the doctor's orders and adapt as best we can to a generally unaccommodating society. Thanks to the disability rights movement and the passage of the Americans with Disabilities Act, we are seeing more and more progress in creating high expectations for universal access. We are also seeing a more empowered population of people with disabilities, individuals who are asking questions about how they can best maintain good health in the context of their disability. Now, if only we had some answers.
There are serious information gaps that limit the ability of health care professionals to begin implementing the recommendations of Rimmer and Rowland. Even equipped with an understanding of secondary, associated, and chronic conditions experienced by people with disabilities, as well as the critical need for expanded access to health promotion programming in the community, the interaction between lifestyle medicine practitioners and their patients with severe disabilities is disempowered by the failure of science, health care, and social service systems to fi nd an interest in the real-life problems that modern people with disabilities face in their daily lives. These problems and the often nontraditional solutions that have been discovered by people with disabilities seeking to live as ordinary productive citizens underlie a very different lifestyle than that which is taught in textbooks or represented in the literature.
The components of these adaptive lifestyles are as numerous as the disability types that engender them. Let me briefl y discuss three common factors that I have observed in the lifestyle of people like me who have signifi cant physical disabilities, factors that are particularly worthy of more research and clinically useful information for practitioners of lifestyle medicine-the critical relevance of social support networks, new questions about medical conditions, and issues specifically of concern to women. People with severe physical disabilities, who are living far longer than ever before, are catching up to the attention given to their age group peers who are encountering chronic conditions for the fi rst time. We, by contrast, have had many opportunities to develop and hone our coping skills and to learn what lifestyle elements best support our health. As we develop additional health problems and experience the inevitable worsening of our original disabling condition, these lifestyle elements, particularly social support systems, get stretched to the limit. Is there a great enough awareness of how inadequate personal care can lead to otherwise preventable secondary conditions? What can the lifestyle medicine practitioner offer those of us facing this situation? Are there enough opportunities for such practitioners to learn about Disparities exist not only in the prevalence of conditions but also in access to general and preventive health care by women with disabilities.
Disparities exist not only in the the options for home care and the financing of it? Those of us who have recruited, hired, trained, and managed our own personal care attendants for most of our lives are now having difficulty finding individuals who can meet our expanding needs at prices we can afford with our diminishing incomes. The answer is not the usual visiting nurse or therapist available through health care systems that, in the struggle to deal with the exploding costs of inpatient care, are trying to funnel more resources into developing homecare alternatives. We are not sick and, generally speaking, are not patients who need intense medical care. We need daily assistance from people whose arms, legs, and backs function in place of our own. This is a stratum in our nation's network of social services that hardly exists. It is a rare lifestyle medicinepractitioner who has a handle on available community resources and is prepared to advise patients with this type of daily living need.
The medical problems we are bringing into the clinic are unprecedented. Practitioners are not necessarily to blame for being unable to answer many of the questions we pose because the information simply does not exist. What do you tell a woman with a severe mobility limitation who has had osteoporosis most of her adult life which medications she can take to prevent her bones from deteriorating further when she enters menopause? There is scant research and no clinical guidelines on the natural longterm progression of bone loss primarily due to lack of weight bearing. What do you tell a woman with spina bifida who wants to have children but is afraid of conceiving due to hearing about pregnancy complications? In the not so distant past, women with this condition did not even live long enough to become fertile. Mostly anecdotal accounts have given us some idea about possible risks to the mother, but very little research has found effective ways to minimize the risks. Rimmer and Rowland cited the importance of physical activity for people with mobility impairments. What do you say, however, to individuals with very little use of either their arms or legs who ask you for advice on how to reduce their risk for diabetes? Alternatives to exercise that can achieve the same effect of reducing the risk for metabolic syndrome have yet to be developed.
With the relatively recent documentation of significant health disparities for people with disabilities, 1 it is easy to be lulled into thinking that these problems are gender neutral. Indeed, most of the history of medical rehabilitation research and services to people with disabilities has been gender neutral. Only recently has the book been opened on substantial disparities in the prevalence and impact of certain secondary, associated, and chronic conditions experienced disproportionately by women. 2, 3 Population-based and sample-based studies show us that women with severe mobility impairments, compared with women without impairments, are more than 6 times as likely to experience depression (51.0% 4 vs 8.5% 5 ), more than 5 times more likely to have diabetes (36.3% 6 vs 7.1% 7 ), 5 times more likely to have osteoporosis (25.5% 6 vs 5.3% 5 ), and nearly twice as likely to be obese (47.6% 8 vs 24.3% 7 ).
Disparities exist not only in the prevalence of conditions but also in access to general and preventive health care by women with disabilities. A study of women veterans with spinal cord injury and dysfunction found that they were more likely to have heart disease and lower health status and were less likely to receive recommended dental care, colon cancer screening, mammograms, or Pap smears than women veterans with no disabilities. 9 The difference seemed to hinge on whether the receipt of services required the use of equipment, body adjustments, and potential discomfort because of disability. Chevarley and colleagues 8 identified significant disparities in general health status, smoking, having hypertension, being overweight, and experiencing mental health problems for women with function limitations compared with those with no limitations. They were also less likely to have received Pap smear tests or mammograms and were more likely to be unable to get general medical care, dental care, prescription medicines, or eyeglasses, regardless of age group, compared with women with no limitations. The main reasons reported for being unable to receive general care were financial problems or limitations in insurance.
I was curious about what these health disparities and distinctions between secondary, associated, and chronic conditions mean to physicians in clinical practice, so I conducted an impromptu survey of physiatrists in my department. Their typical and sobering response was, "It doesn't really matter. If someone presents with a condition, I will treat it." This type of response reflects a well-meaning but unfortunate reactive instead of proactive orientation. Even if there is questionable relevance in current clinical practice for distinguishing the roots of health problems among people with disabilities, the issue of greater importance is the increased risk facing individuals in this medically underserved group.
We need a formula that would combine 5 critical factors to yield a risk profile: sociodemographic status, genomics, disability status, lifestyle factors (such as work-and family-related stress), and health-promoting behaviors. Combined with a risk profile is the need for a clear understanding of which of these factors are modifiable and which are not. The field is comfortable with 4 of these factors but not necessarily with the effect of living with disability. Medical education is coming up to speed on teaching about health risks associated with having a minority background, living in poverty, having a stressful work environment, experiencing domestic violence, and certainly smoking and lack of physical activity. Less well understood are the sinister but preventable effects of disability-related lifestyle elements, such as the long-term effects of medications required to manage disability symptoms (analgesics, steroids, antispasmodics), damage done by using wornout assistive devices, poor nutrition related to an inability to shop or cook, and persistent sleep disturbance related to weakened respiratory musculature.
There is only one way that these information gaps can be filled-demand! There has not been a request for applications on any topic related to the health of women with disabilities issued by any of the major funding agencies (National Institutes of Health, Centers for Disease Control and Prevention, Department of Education, Department of Health and Human Services) since 1996. We must demand it. There are no centers of excellence or research and training centers funded to examine health disparities experienced by people with disabilities. We, in coalitions of medical providers and persons with disabilities, must demand it. There is scant attention in the media about the slow progress being made in creating universally accessible exercise or recreational facilities. We must ask why and demand action.
More and more of us will be knocking on your clinical door, as baby boomers enter their golden years, as severely disabled neonates survive with the assistance of technology, and as the ravages of war continue to suck the life blood from our nation's strongest youth. Disability is with us all at increasing rates. Although we work steadily at reducing its causes and complications, we also have to exercise our social conscience and the power of our influence to bring light to disability as a lifestyle factor. AJLM
